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ABSTRACT 

The report reviews 159 documents (1953-1982) on the 
role of the family in rehabilitation of persons with disabilities. 
The documents represent a cross section of ages as well as types and 
severity of disabilities and include journal articles, books, 
monographs, and other papers. In content, the documents fall into 
three major categories: psyche-social aspects (roles and concerns of 
family members, family reactions and dynamics); intervention with 
family systems (including counseling/social services and family 
education); and intervention by family systems (including advocacy 
activities and skill training). Cited in an analytical synopsis are 
studies dealing with family stress, counseling processes and 
outcomes, and change agentry. Literature is also analyzed in terms of 
type of research product . (personal observation and data-based 
publications). The author concludes that there is a need for more 
rigorous empirical research and for research on families o£ older 
persons with disabilities. Twenty research questions are listed in 
areas including outcome factors of different approaches, siblings, 
and effective strategies. The annotated reference list following the 
synposis is arranged alphabetically by author's last name and 
provides information on title, source, and date of publication as 
well as a brief summary. (CL) 
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REHABILITATION RESEARCH REVIEW 
PRO, ECT SUMMARY 

"...Synthetic research Involves reviewing 
the research literature available In some 
defined area of Interest and summarizing 
and Integrating the results Into tentative 
conclusions regarding the current state of 
know ledge. . 

(Bolton, 1974, p. 10) 

The REHABILITATION RESEARCH REVIEW project originates from the 
National Rehabilitation Information Center's (NARIC) 1983, National 
Institute of Handicapped Research (NIHR) contract. To assure quality 
research and the maximum participation of professionals In the field of 
rehabilitation, NARIC Invited the National Council on Rehabilitation 
Education (NCRE) to serve as the project's co-sponsor. 

REHABILITATION RESEARCH REVIEWS were Initiated to create state-of-the- 
art reviews on a variety of rehabilitation topics. 

Each of the REVIEWS consists of two parts: 

o an Integrated, analytical literature synopsis. 
Including the author's observations, conclusions, 
and recommendations for future research; and 

o an annotated reference list. Including annotated 
bibliographic entries. 

Each REHABILITATION RESEARCH REVIEW represents the Individual author's 

opinions and not necessarily those of 'NARIC, NCRE or NIHR. 

Bolton, B. Introduction to Rehab I I 1 tat'l on Research. Springfield, IL: 
Charles C. Thomas, 1974. 
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However, this type of synoptic research provides professionals with an 
opportunity to reflect upon the strengths and weaknesses of the research 
available In each subject area, and thus, offers valuable feedback to NIHR 
as well as to the larger rehabilitation community. 

This project also stands as a model of cooperative efforts. The co- 
sponsorshlp between NARIC and NCRE strengthened the substantive value of 
each of the final docurifients. The printing contribution by The Xerox 
Corporation greatly Increased the dissemination possibilities for the 
entire project. Xerox's donation of services to REHABILITATION RESEARCH 
REVIEWS demonstrates f-.e Corporation's continuing dedication to active 
involvement in public sector projects. 

These col laboratlve efforts are Important because of the intrinsic 
value of the project. Each REHABILITATION RESEARCH REVIEW takes a new step 
In the ut I li zat I on of aval I ab I e research. The sheer vo I ume of research 

» 

studies conducted as well as the variety of publication sources can make 
the use of this information a complex and time-consuming process. By 
closing the gap between the producers and consumers of knowledge and 
technology. It is hoped that REHABILITATION RESEARCH REVIEWS will help to 
avoid dupl icatlon of research efforts and will significantly add to the 
possibility for Innovative applications of research Information. 
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THE NATIONAL REHABILITATION INFORMATION CENTER 



The National Rehabilitation Information Center, NARIC, Is a 
J* 

rehabilitation research library located at The Catholic University of 
America (CUA) and funded by The National Institute of Handicapped Research, 
(NIHR), of the U.S. Department of Education. E3t?;bl!shed In 1977, NARIC's 
goals are to: 

o Fad 1 1 fate dissemination of rehab I I ! tat I on Information; 
o Promote uti I Ization of rehab 1 1 1 tat I on research; 
o Serve as an archive for NIHR and Rehabilitation Services 
Administration (RSA) documents; and 

o Make Information on assistive devices available to professionals 

» 

serving disabled persons, researchers, and disabled consumers. 

In sponsoring the* REHAB I L ITAT I ON RESEARCH REVIEW, NARIC^s 
responsibilities Included identifying and selecting authors; developing^ 
author guidelines; providing each author with topical bibliographic 
searches of REHABOATA and other relevant databases, as well as supplying a 
variety of supplemental resources. NARIC staff wrote citations and 
annotations and supplemental materials for each document in addition to 
serving as editor and publisher. 

NARIC will house and distribute the REHABILITATION RESEARCH REVIEW 
documents. 
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THE NATIONAL COUNCIL ON REHABILITATION EDUCATION 



The National Council on Rehabilitation Education (NCRE), Is a 

A 

professional organization composed of over 500 educators, trainers, and 
staff development specialists which represents over 180 academic training 
..programs and research projects related to 1he field of rehabilitation 
education. NCRE is dedicated to quality services for persons with 
disabilities, ensured by high standards of pre-professiona I education, 
cont i nu I ng educati on for pract i cl hg^^rehabi 11 tatlonlsts, and ethical 
standards. The organization also lobbies on behalf of enabling legislation 
and supports mechanisms needed to maintain quality services such as 
accreditation, certification, professional literature, and the like. 

Participation In the REHABILITATION RESEARCH REVIEW Project provided 
NCRE members an opportunity to further their organ I zat I ona.l goal of 
"utilization and appltcatlon of rehabilitation research." NCRE authors and 
members of the Advisory Committee volunteered their time and expertise to 
the project. 

Dr. Kenneth vi. Reagles, NCRE Advisory Committee Chair, assisted the 
MAR I C REHABILITATION RESEARCH REVIEW Project Director with selection of 
topics and authors, as well as consulting with authors regarding 
substantive research Issues. The NCRE Advisory Committee provided a peer 
review of the final documents. 
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THE fiAT^ONAL INSTITUTE OF HANDICAPPED RESEARCH 

The National Institute of Handicapped Research (NIHR), a part of the 
Office of Special Education and Rehabilitation Services of the U.S. 
Department of Education, provides leadership and support for a national and 
International program of comprehensive and coordinated research regarding 
the rehabilitation of disabled persons. The Institute's mission also 
encompasses the dissemination of Information concerning developments In 
rehabilitation procedures, methods and devices to Improve the lives of 
persons of all ages with physical and mental disabilities, especially those 
who are severely disabled. 

The Institute carries out its mission through a variety of programs 
Including: 

o The Resrearch and Demonstration Project 
o The Research and Training Centers 

o The Rehabilitation Engineering Centers ^ 
The REHABILITATION RESEARCH REVIEW project is a component part of the 
Institute's goal of transforming research knowledge Into comprehensive 
documents for dl ssemlnatlon and uti I Izatlon. Thus, NIHR funded NARIC to 
develop and implement the REVIEW project. NIHR staff specialists provided 
a review of the documents prior to publication. Additionally, in the 
continuing effort for coordination and cooperation among federal agencies, 
staff specialists from the Rehabilitation Services Administration (RSA) 
also participated In reviewing the documents. 
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THE ROLE OF THE_ FAMIL Y \H_ REHABILITATION 

R. WIN lam Engl Ish, Ph.D. 

Training Director 
Rehabilitation Research and Training 
Center In Mental Retardation 
University of Oregon 

August 1983 
INTRODUCTION 

The purpose of, this REHABILITATION RESEARCH REVIEW Is to provide an 
analytical synopsis and annotated reference list for the professional 
literature on the role of the family In rehabilitation.* By providing 
an extensive synthesis of the research I Iterahure on the topic of the 
family of persons with disabilities. It Is hoped this REVIEW will 
contribute to Improving the quality of rehabilitative services and 
rehabilitation education and research. 

Description of Content 

For this paper, a profile Is provided on the focus areas and 
disciplines that are reflected In the literature; the focus of the 



•The author wishes to acknowledge and state his appreciation to Alice 
Gardner and Ann Neullcht from the University of Oregon Rehabilitation 
Research and Training Center In Mental Retardation, and to rhe staff of 
NAF^IC for their contributions In abstracting the literature for this 
bibl iography. 
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content and published products is summarized; and observations and 
recommendations are made rel2"**ed to future research. The content of the 
documents indicated the following categories: 

o Psycho-SocicJl Aspects (Including family reactions; roles of 

family members; concerns of family members and dynamics within 

fami I ies); 

o^ Intervention with Family Systems (incJuding counseling/social 
services, Involvement in the child's education; family 
education, and models of Intervention); 

o Intervention by Family Systems (including advocacy activities 
and ski I ! training). 

A total of 159 documents are cited in the annotated reference list. 
Represented in this collection are 130 journal articles, 20 books or 

monographs, 6 chapters from books and 3 other papers. 

• I, 

A comprehensive approach was taken in selecting publications. This 
consisted of using the various computer retrieval sources available from 
National Rehabilitation Information ^Jenter (NARIC), identifying 
pubMcatlons to Include, and researching the secondary references from 
these publications for further screening. The 159 sources Included are 
a cross-section of what the author considers to be the best material 
available. Attempts were made to Include literature that focused on th^ 
role of the f am 1 I y of persons of al I ages, types of dlsabl Mties, and 
varying severity of disability. In addition, emphasis was placed on the 
inclusion of "retrievable literature," such as Journal articles and 
books. 

2 
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Over time several thousand products have appeared on the topic of 
the family of persons with disabilities although many of these products 
are unpublished papers. Some of the publications that review this 
literature from various content perspectives are: Aspen (1981); Banta 
(1979); Faerstein (1981); Murphy (1982); Paul & Beckman (1981); Prlce- 
Bonham (1978); Rehabilitation Brief 0978); and Zucman (1982). 
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LITERATURE PROFILE 



The majority of the publications that comprise the reference list 
are journal articles (815t), with books (13>t) representing the second 
major type of publication. A thumbnail sketch of the emphasis that has 
been made in resource books and monographs on fam tiles of persons with 
disnbllltles Is provided In Table 1. The reference citations for these 
books appear at the beginning of reference list and twenty of the 
books/monographs are abstracted In the reference I I st. Table 2 
provides a similar insight into the emphasis that various professional 
disciplines have placed on writing about the family of disabled persons 
in referred periodicals. 

Resource books on families of persons with diubllitles appear to 
represent five areas of focus; (a) parent education, emphasizing how to 
be a responsible parent of a disabled person; (b) skill training, 
focusing on instructing parents and siblings In the physical and 
behavioral mei^nagement of z disabled family member; (c) advocacy for 
disabled persons; (d) Individual, family, and group counseling; and (e) 
books on specific disabilities, the large majority of which deal with 
families of persons who are mentally retarded. 
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Table 1 

Resource Books on the Faffl TT tes of ' PeFso'ns w I'f h ' D j sab IT 1 1 1 es 



Focus Areas 




% 


Primary Audience 
Parents Professionals 


Parent Education 


16 




5 


10 


oi> III 1 1 o 1 II 1 iiu 


5 


14J6 




Z 


Advocacy 


4 


11$ 


4 


0 


Counsel i ng 


4 


11$ 


0 


4 


Specific OlsabI 1 Itles 


8 


21$ 


4 


4 


TOTAL 


37 


100$ 


16 


20 


• 

Clusters of Journals 


Table 2 
That Have Been 


Publ 'shed on 


FamI ly 


Cluster Areas 




Journals 


ss3s========s: 

^Articles 


$Artlcles 


Chi Id and Adolescent 
Development 




11 


19 


15$ 


Communication Disorders 




5 


13 


10$ 


Educational Psychology 




3 


3 


2$ 


r oin 1 9y wuppoi 1 wy^TOiiia 




3 


5 


4$ 


Physical Medicine and 
Rehab 1 1 1 tat Ion 




9 


18 


14$ 


Psychology and Psychiatry 




13 


15 


11$ 


Social Work/Sociology 




4 


8 


6$ 


Special Education 




14 


49 


38$ 


TOTAL 




62 


130 


100$ 
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Although a number -of -books 4iave been wrltteo on the subject, _.b.y_.. far 
the largest proportion In this reference list (43$) represent the focus 
of parent education, which emphasizes "how to'i books on parenting an 
exceptional child. All published books and monographs reviewed can be 
used by other family members or professionals, but each book Is slanted 
more to one of these two audiences. One of two books/monographs In epch 
focus area especially lend themselves to use by both parents and 
professionals. Most of the books cited (15%) have been published since 
1975. About half of them appear to be geared towards a primary audience 
of parents and half towards professional service providers. 

An examination of the various JdUrnals that have contained articles 
on the families of persons with disabilities (Table 2) reveals that the 
topic has been of concern to professionals In many related disciplines. 
The 130 articles Included In this tabulation were published In 62 
different Journals and represent 8 different areas of professional 
service to disabled persons. 

Many professional areas allied with rehabilitation — especially 
special education — have obviously chosen to publish research on "the 
families of disabled persons. Given that special efforts were made to 
include studies from rehabilitation Journals In this bibliography, and 
that no more than 14$ of the citations are actually from rehabi I Itat'on 
Journals, It Is reasonable to Infer that relative to other disciplines, 
the field of rehabi 1 1 tat I on has chosen to pay 1 1 ttle attention to the 
primary support system of Its consumers. 

Two other dimensions that were used to derive a profile of the 

16 



-joucjLal_JJ±erat_ure_c>.fL_tM_ta.ffl.i.LI es _Ql^csons w l.th.d I sab I 1 .1 1 1 es were, 
time and dIsablNty. In^erms of time, the substantial majority of 
journal articles, on the f^lly are of recent origin. Sixty-six percent 
of the publications included In the reference list were published since 
19-/8. 

In terms of disability, the author believes the following about the 
articles cited: Al%p about half, do not place a focus on disability per 
se; 26% deal with mental retardation; U% Involve two or more disability 
groups; ]]% focus on communication disorders; and 3% with other 
specific disability groups (Spinal bifida, spinal cord Injury, cerebral 
palsy, and learning disabilities). 

Overview of the Content and Product Focus of FamI ly Research 

Since 81/6 of the documents reviewed are journal articles, the 
summary that follows focuses on periodicals. Table 3 summarizes this 
Information. It shows that, in the author's opinion, the research on 
the family of disabled persons predominately relates to three areas of 
content focuis: La) Psycho-^Soclia I Aspects Disability; (b) 
Intervention W Itfr^ Fam 1 1 y Systems; and (c) I ntervent ion Bj^ Fam I I y 
Systems./ Table 3diso/ifiows that. In the author's opinion, the journal 
I Itera^ure repre^^s three types of research products: <}3) personal 
observations; (b) data"^sed research; and (c) i Iterature reviews. 



7 

17 



TABLE 3 

Content and Products of Journal Literature on the Family 



Type of Research 

Personal Data . Literature OveraM 

Content Area Observation Based Review H % 

I. Psycho-Socl^l Aspects 



A. FamI ly l^embers Reactions 


9 


8 


0 


17 


26$ 


B* Roles of Family Members 


5 


- 12 


3 


20 


30$ 


C» Concerns of Family Members 


4 


4 


1 


9 


14$ 


D* Dynamics within Families 


8 


7 


5 


20 


30$ 


Subtotal 


26 


31 


9 


•66 


51$ 


Intervention with Family^ Systems 














1 A. 

1 H 


7 


n 
\j 


91 


HH>P 


B. Involvement In Child's 












Education 


8 


3 


0 


11 


23$ 


C. FamI ly Education 


7 


2 


0 


9 


19$ 


D. Models of Intervention 


7 


0 


0 


7 


14$ 


Subtotal 


36 


12 


0- 


48 


-37$ 


Intervention by Family Systems 












A. Advocacy Activities 


4 


1 


0 


5 


31$ 


B. Ski 1 1 Training 


4 


7 


0 


11 


69$ 


Subtotal 


8 


8 


0 


16 


12$ 


Total 


70 


51 


9 


130 


100$ 


Over a 1 1 Percent 


5A% 


19% 


1% 
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Psycho-Social Aspects of PI sab 1 1 Itles 

The' 65 Journal publications on psycho-social aspects of disability 
tend to relate to the reactions^ rojes and. concerns of family members, 
as well as Interpersonal dynamics within families. All four of\:t;hese 
dimensions are well represented In the literature, although^ 
proportionately less emphasis Is placed on studying the concerns or 
needs of family members. An examination of the articles In this REVIEW 
shows that the.greates^t proportion of manuscripts (51$) deal with the 
focus area of psycho-social disability. In addition, research has been 
done In this area over the longest period of time and by persons from 
the widest spectrum of professional affiliations* 

Specific Journal articles reflect c^fferent themes regarding psycho- 
social aspects of disability. The most global theme Is that one 
person^s disability has a profound and lasting Impact on nuclear family 
un Its and often on extended fam i ly systems as welL Implicit In all 
this research, and explicit In some, is the concept that disabled 
persons^ families are disabled as well and often In, need of asg^istance, 
Moreoyer^^ much pf_ tjje^ reisear ch ref I ects the concept that the health and 
well-being of persons with disabilities Is directly related to the well- 
being of their nuclear family,' 

The reactions of falhl ly members to a di'sabi Ing cond Itlon was the* 
primary focus of 17 articles (26%) dealing with psycho-social aspects of 
disability. As logic would suggest, a disability is almost always 
perceived negatively by family members and represents an obstacle to be 
coped with, integrated, and overcome. A portion of this I iteratuf-e 

9 
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deals with adjustment of family members. Initially and over a p^iod of 
time (Kanner, 1953; Olshansky, 1962; and Wikler, 1981). Another major 
focus Ife research on stress. A number of studies document that u 
person's disabi I Ity Is a major I ife stressor for parents (Fr ledrlch & 
Friedrlch, 1981; Holroyd, 1974; and Tavormlna, Boll, Dunn, Luscomb & 
Taylor, 1981)* Stress appears to be greatest for mothers and for the 
oldest female sibling (Cleveland & Miller, 1977; Gath, 1974; and Prlce- 
Bonham & Addison, 1978), and where there Is a discrepancy between 
expectations for a ch 1 1 d*s^ achievement and his/her actual performance 
(Meadow & Meadow, 1971; and Sear I e, 1978).* 

Research on' the roles of family members Is the focus of 20 documents 
(30^) In the accompanying blbl lography. Some studies suggest that 
parenting roles were often m^odlfled to address the needs that the 
disabled child or youth- might have for physical assistance, direction, 
monitoring, and nurturing (Berno, 1971; Meadow i Meadow, 1971; and 
Tavorm I na,' 1981). In addition. It appears that parents (English & 
Olson, 1978; and Wlkler, 1981), sIKIItigs (KI.eIn, 1972), and grandparents 
(McPhee, 1982) often have to work through' feel. Ings of sharle, guilt, 
embarrassment, anger, author I tar I an I sra, and over protect I veness. I n s I ghts 
on stress among mothers Is provided by Holroyd (1979)^ Pr Ice-Bonham 
(1978) and Tavormlna (1981), while stress reactions by fathers Is 
ref I ected In- the manuscr I pts by English i 01 son (1 978), and Ta I I man 
(1965). Studies of sibling stress reaction Is shown In research by 
Lavlgne '4 Ryan (1978), and SImeonsson 4 McHale (1981). 

10 
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The "concerns/needs of family" members was the central focus of 9 of 
the manuscripts abstracted (14$). Six deal with the concerns of parents 
of mental ly retarded chl Idren (Alcorn, 1974; Carr, 1959; Cunningham & 
Sloper, 1977; English & ^n, 1978; and Murray, 1959), one with parents 
of a child with ce bral palsy (Knott, 1979), and 3 articles 
concentrated on parents of deaf or blind children (Falrc'hild, 1979; 
LaVge, 1982; and Leigh, 1979). 

The fourth focus area within the category of psycho-social aspects 
of disability deals with the Interpersonal dynamics within fartilly 
systems when a family member Is disabled. Twenty articles (30$), from 
the subtopic of Interpersonal dynamics, dealt with tvo different therties. 
One theme is that a disability frequently contributes substantially to 
an altered family life style (Cohen, 1962; Doernberg, 1978; Kogan & 
Tyler, 1973; and Lucca i Settles, 1981). A second theme deals with 
stress in cases where a person's disability is described as a major 
ongoing stressor for families (Cohen, 1965; DojBrnberg, 1978; Murphy, 
1982; and Tew, 1977) which can substantial ly contribute to fal lure In 
rehabilitation (Versluys, 1980). 

I nterventlon with FamI ly Stress 

Forty-nine Journal publications cited In the REVIEW, 37$ of all 
Journal articles IncluiJed, dealt with the topic of Intervention or 
service delivery with family systems. The largest proportion of 
articles within this category dealt with the provision of counseling and 
•social services to families (43$). Proportionately less representation 

1 1 

21 



ERIC 



is on parent involvement In the disabled child's education (25%), family 
education (18$), and models of Intervention (14$). 

One global theme cuts across the discrete areas of family 
Intervention. This Is the notion that service providers In habtlltation 
and rehabilitation must understand, be Involved In/ and sometimes 
intervene with non-disabled family members, and occasionally even with 
entire family systems If they wish to maximize their effectiveness In 



rehabilitating disabled individuals. The reality that exists In an 



alarming number of Instances, perhaps a majority, is that rehab i 1 1 tat Ion 
practl t loners r are ly extend thel r 1 ntervent Ion ef fortg beyond the 

disabled consumer. 

II » 

Journal literature on Intervention with the family systems of 
persons with disabilities through counseling tends to cluster In three 
areas: (a) counseling processies with parents; (b) counseling processes 
with siblings; and (c) counseling outcomes. The substantial majority 
of art i c I es on counse ling, 9 of M, concern counse I 1 ng processes w 1 th 
parents. Examples are the work of Begab (1956) that addressed factors 
which I ead parents to enter counsel Ing; articles on the affective and 
content focus of parent counseling (Chrlstensen A DeB lassie, 1980; and 
Math^ny & Vernlck 1968); and writings about general principles of 
counseling with parents of disabled children (Doll, 1953; Green, 1978; 
and Webster, 1968). Completing the reference abstracts of literature on 
counseling Intervention are articles that dealt with principles and 
practices of counseling with family members (Chlnltz^ 1981; ana Kaplan & 
Fox, 1968), and outcomes of counseling with family members (Baum, 1981; 




Massenzio, 1979; and Welngold & Hormuth, 1953). 

A second area of I I terature on I ntervent I on vf I th dJ sab I ed person * s 
family system has to do With the Involvement of parents In planning and 
evaluating the child's public education program. The 11 articles In 
this subarea were published between 1978 and 1982, which indicates that 
this is a relatively new knowledge base and one that was given impetus 
by the passage of Public Law 94-142. 

Literature cited for this REVIEW and that deals with the fami ly*s 
Involvement In the education of the disabled person tends to be either 
process or outcome oriented. Process focused literature is illustrated 
in articles by DImeo & Pasquarelll (1981); Mai lory (1981); Morgan 
(1982); Peary (1981); Turnbull (1978); and Wolf A Troup (1980). Two 
outcome studies that fo:us directly on the impact of Public Law 94-142 
are by Halpern (1982) and Pollfk? (1981). 

The third area of literature on intervention with family systems, 
represented by 9 articles, Is that of family education. All but one of 
these articles are process oriented. Included Is research on common 
feelings of parents (Behmer*, 1976), asserti veness training for parents 
(Markel & Greenbaum, 1981), and research on practical principles and 
procedures for establishing and conducting family education groups 
(Simpson, 1982; Welngold & Hormuth, 1952). The one outcome piece of 
research on this topic is a study by Firth (1982) which examined the 
effectiveness of a parent education group experience. A central theme 
of literature in this area Is the notion that families will become 
stronger and more vital as members aval I themselves of opportunities to 

13 
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gain new knowledge about dlsabl I itles and participate tiore In supportive 
exper I ences w I th other persons who are f ami I y members^ to £ d I sab I ed 
Individual o 

The fourth and final area of journal literature on Intervention with 
family systems deals with models of service delivery to the families of 
persons who are disabled. The 7 abstracts Included on treatment models, 
all represent the personal observation approach to research. All 
emphasize concepts for service delivery and all consider the family, as 
wel I as the disabled membor, as potential consumers of habi I ItatI ve- 
rehabilitative services. Specific disabilities are not emphasized In 
most of these artlclese 

Two themes are emphasized In this literature on family Intervention 
models. One theme Is that service delivery to the family should be 
logically planned, based on a functional assessment of the family (Bray, 
1980; Foster, Berger & McLean, 1981; O'Hara, Chaiklen & Mosher, 1980; 
and Westin & Reiss, 1979), The second Is that of individualizing 
services to relate to the unique needs of different families. 
Conceptual research aimed at Individual Izng educational and counseling 
services for families Is reflected In the work of Abrams & Kaslow 
(1977), and Adamson (1972), while a conceptualization for 
Individualizing respite care services Is provided by Cohen (1982), 

Intervention by Fam 1 1 y Systems 

The third category of the literature reviewed deals with abstracts 
of research on the family as an agent of change with Its own disabled 
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family member and with others. Because research on change agentry by 
the family Is of recent origin, It Is not surprising that there are 
proportionately fewer publications In this araa i'han in psycho-social 
aspects of disability or Intervention with family systems* The 16 
abstracts deal with two major aspects of change: (a) advocacy 
activities and (b) ski 1 1 graining. Because both represent treatment or 
Intervention processes aimed at change, it is reasonable that this body 
of I Iterature tends not to focus on faml lies of persons w 1th sped f Ic 
disabi I Itles. 

Three of the 5 Journal abstracts on advocacy are recommendation 
statements, mainly aimed at parents, about "how to", go about advocating 
for disabled persons (Massenzio, 1981; Kean, 1975; and Daniels, 1982). 
The other two articles on advocacy deal with continuing education. 
Mulr, et al. (1^82), describe the components of an advocacy education 
program and Wlkler (1979)' reports the results of a successful effort In 
using parents to teach graduate students skills for Interviewing parents 
of disabled persons. 

The second dimension to intervention by family systems represented 
Is skill training, which is the process of training persons in' the 
acquisition, retention, and generalization of specific behavioral 
skills. Skill tral ni ng rates a strong endorsement based on an 
examination of the seven articles Included In this REVIEW. Not only 
have mothers demonstrated competency In skill training (Hansen, et al., 
1981; Morse, 1979; and TImm & Rule, 1981), but skill tralnin:^ represents 
an area where fathers and siblings can help "good old mom" contribute to 
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Increasing the Interdependence of the disabled child (Adubato, Adams & 
Buss, 1981; M 1 1 ler 4 Cantwell , 1976; and Weinrott, 1974). 

Types of Research Products 

Besides coding the literature In terms of content focus, this author 
has also examined each publication in terms of the type of research or 
product it represents. This Information is summarized In Table 3. It 
clearly shows that, proportionately, a majority of publications 
represented in this REVIEW are of a personal observation type (5456) and, 
as such, emphasize the- qual Itatlve,' non-empirical pr^eseatat ion of 
concepts along with experiential descriptions. Many, of the authors of 
these research contributions are practicing service providers or parent 
consumers. ^ 

Data-ba^ed research represents a second major -type of product (39^). 
In recent years Increasingly more publications have Involved some form 
of data collection and analysis. While proportionately the various 
content areas Included In the REVIEW are fairly balanced between the 
personal observation versus data-based research products there are 
exceptions. For Instance, substantially more data-based publications 
are Included that deal with the roles of family members and /ith skill 
training. In turn, proportionately more research Is represented of the 
personal observation type that focuses on counseling Intervention with 
families, family education, models of Intervention, and parent advocacy. 

The 9 literature reviews that are abstracted from periodicals, all 
focus on a dimension of psycho-social aspects of dlsabl I Ity. Many of 



16 

2G 



these reviews are disability specific In that they emphasize the psycho- 
social aspects of family systems of persons with specific disabilities. 
The paucity of research reviews on aspects of Interventions w I th and by 
f ami I ies Is a_ notable weakness of the state-of-the-art of research / oh 
the faml I les of disabled persons. ' ^ 
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OBSERVATIONS AND RECOMMENDATIONS 

Ob ser vations 

A review of the publications chosen for Inclusion suggests a number 
of general observations about the literature. First, It Is clear that 
research on the fan I ly of persons with disabi I Itles Is general ly of 
recent origin. This observation reflects these facts: "^ ^1 arge 
proportion of this literature Is very recent; It emphasizes early Impact 
and early Intervention; and these publications tend to be philosophical, 
qualitative, and nonempir leal. Secondly, far greater emphasis should be 
placed In future years on publishing more rigorous empirical research. 
Studies Involving comparisons of study groups and methods of" 
Intervention with and by family systems are particularly needed^, Third, 
a preponderance of the existing \. I Iter ature empha* i ^ the families of 
disabled persons who are young, general ly Infants or adolescents. In 
future research, more emphasis needs to be given to fami I les of ol der 
persons w I th dIsabI 1 1 ties, I nc I ud I ng persons I n young adu 1 1, a du 1 1 
midlife and agl ng 1 1 f e eye les. Fourth, the various professional 
disciplines do not appear to have placed proportionate emphasis on 
publishing articles In periodicals that deal with the family. Data from 
Table 2 suggests that educational psychology, social work and 
rehabilitation are disciplines that could devote more attention to the 
families of disabled persons. Because these disciplines — especially 
rehabilitation — deal more with older persons with disab' I Itles, some 
of the unevenness In the literature would be corrected by more 
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publications on the family In thesB fields. Fifth, This author 
ODserves that there Is £ r Ich opportunity for Interdlsclpl Inary 
col I aborat Ions I n research on the f am Hy, as well as for partnersh I ps 
between professionals and family members» More Imaginative, rigorous, 
and relevant research Is likely to emerge from such endeavors. 

TRecomm'enllat ! en § ' " 

Substantial ly more research Is still needed on the family of 
disabled persons. Recommendations for some potential studies are 
suggested by the following list of 20 research questions; 

1. What are the outcome effects of using family merifibers to teach 
Independent living skills to disabled persons? 

2. What are the outcome effects of using family members as educators of 
both professionals and the general community? 

3. How does the disability strengthen family members and family 
systems? 

4. What kind of transition occurs when parents are replaced by 
different significant others (e.g., siblings) as the primary 
benefactor to the person with a disability? 

5. What are the outcomes of different approaches, IndNIdual and 
group, to cQunselIng family members? 

6. What are th'3 effects of different educational approaches with family 
members? 

7. What are the components of an adequate support system for adults^ who 
are disabled? 
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8. What results occur from replications of research studies on the 
family? 

9. How do rehabilitation needs differ for contrasting family systems? 

10. What are the rehabilitation needs for families whose members are at 
different significant points J n a life cycle? 

— 1-4 .-How-does— the- rehabi I Itatlon process differ with families who range 
along a continuum of cooperati veness and competency? 

12. How does the rehabilitation process differ with families who live In 
rural versus urban areas? 

13. What strategies have been effective In Increasing rehabi I Itatlve 
Involvement by fathers and grandfathers? 

14. What strategies have been effective In helping family members to be 
supportive, realistic, and fad I Itatlve helpers to disabled persons? 

15. What features characterize exemplary programs of Intervention with 
families and by families of persons who are disabled? 

16. What are the major concerns of siblings of persons with 
disabilities? 

17. How do families deal with stigma by association? 

18. What do parents and rehabilitation professionals consider to be the 
agony and the ecstasy of parent-professional interactions? 

19. What are the outcomes of implementing rehabilitation plans where 
there have been contrast I iig levels of parent Involvement? 

20. Does continuous involvement of parents in lEP and IWRP development 
result in more successful rehabilitation outcomes? 
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38 RESOURCE BOOKS ON THE FAMILY OF PERSONS WITH DISABILITIES ^ 



General "Parent Education" (17 Books) 

Fine, M. J. Handbook on parent education. New York: Academic Press, 
1980. [ 

Gallagher, J. J. Parents and fami I les of handicapped chl Idren. San 
Francisco: Jossey-Bass Inc., 1980. 

Helsler, V. A handicapped child In the family: A gu I de for parents. 
New York: Grune & Statton, 1972. 

Howard, W. L., Dardig, J. C, & Russett, A. Working w Ith parents of 
exceptional chl 'dren. Columbus: CInrles E. Merrill, 1979. 

Karnes, M. B., & Franke, B. Family Involvement. Urbana: Institute for 
Child Behavior and Development, 1978. ' > 

Katz, A. H. Parents of the handicapped. Springfield, IL: Charles C. 
Thomas, 1961. 

Lukens, K., & Panter, C Thursday's chl Id has far to go. Englewood 
Cliffs, NJ: Prentice-Hall Inc. 1969. 

Moore, C.B., & Morton, K.G. A reader's guide for parents of children 
with mental, physical and emotional disabilities. Rockville, MD: 
U.S. Health Services Administration, ^1 976. 

Paul, J. L., A Beckman-Bel I, P. (Eds.) Understanding and working w 1 th 
the parents of chl I dren with sped al needs. New York: Holt, 
Rinehart and W'inston, 1981. 

Perske, R. Hope for the' fami I les;' New directions for parents of 
persons w ith retardation and other disabi I it les. Nashvll-I.e: 
Ab(ngton, 1981. 

Power, P.W. & Dell Orto, A. E. The role of the family in the 
rehab i 11 tat ion of the physical ly disabled. Boston: Springer 
Publishing, 1981. 

Sellgman, M. (Ed.). The family with a handicapped child. New York: 
. Grune A Stratton, 1983. 

« 

Spock, B., \ Lerrlgo, M. Caring for your disabled child. New York: 
The Macmillan Company, 1963. 
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Turnbul I , A. P. & Turnbu II, H. R. Parents speak out; V lews form the 
other side of the two way mirror. Columbus: Char I es E. Merr 1 1 I , 
1978. ' 



Tymchuk, A. Parent and family therapy; An Integrative approach to 
family Interventions. Jamaica, NY: Spectrum Publications, 1979. 

Wol fensberger, W., & Kurtz, R. A. Management of the family of the 
mentally retarded. Follet Educational Corporation, 1969. 

Zucman, E. The family and disability. New York: The World 
Rehabilitation Fund, Monograph No. 14, 1982. 

"Ski I I Training" (5 Books) 

Cooper, J. 0., & Edge, D.E. Parenting strategies and educationa I 
methods. Columbus: Charles E. Merr 1 1 I, 1978. 

Deacon, R.E., & Firebaugh, F.M. Family resource management: Principles 
and app I ications. Boston: Al lyn and Bacon, 1961. 

DIhkmeyer, D., & McKay, G. D. Systematic trai n 1 ng for effective 
parenting: Parent's handbook. Circle Pines, MN: American Guidance 
Service Inc., 1976. 

Li I I ie, D.L., A PI ace, P.A. Partners: A guide to working with schools 
for parents of children with special instructional needs. Oberview, 
IL: Scott, Foresman A Co., f982. 

Wolery, M.R. P arents as teachers of their handicapped children; An 
annotated bibliography. Seattle: University of Washington Chi, Id 
Development and Mental Retardation Center, 1980. 

"Advocacy" (4 Books) ' ^ 

Aspen Systems Advocacy for citizens using human service ggenc I es> 
Baltimore: Aspen Systems lnc#, 1981. 

Browning, P., Rhoades,, C, 4 Crosson, A. Advancing your . c 1 1 1 zensh 1 p: 
An annotated bibl iography on consumer 1 sm/advocacy for persons w 1 th 
d I sab 11 ities . Eugene: University of Oregon Rehabilitation Research 
and Training Center In Mental Retardation, 1980. 

DesJardlns, C, et al. How to organize an effective parent advocacy 
group and move bureaucracies. Champaign, IL: Coordinating Council 
for Handicapped Chi I dren, 1978. 
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M Itchel I , J. S. Taking on the worl d; Empowering strategies for parents 
of chl Idren with disabi lltles. New York: Acadern Ic Press, 1 982. 



"Counsel Ing" (4 Books) 

Baruth, L., & Burggraf , M.(Eds.). Counsel I nq parents of exceptional 
chl Idren. Guilford, CT: Special Learning Corporation, 1979. 

Buscaglla, L. The disabled and their parents; A counseling challenge. 
New Jersey: Charles 8. Slack Inc., 1975. 

Webster, E. J. Professional approaches with parents oi^ handicapped 
chl Idren. Springfield, IL: Charles C. Thomas, Publishers, 1976. 

Webster, E. J. Counsel Ing w Ith parents of hand Icapped ch 1 1 dren; 
Guide I ines for Improving communication. New York: Grune & Straton, 
1977. 



"Specific Disabi Uties" (8 Books) 

Brulnlnks, R. H.'& Kranz, G. C. (Eds.). FamI ly care of developmental ly 
d 1 sab led members; Conference proceed! ngs. Washington, DC: 
RehabI I Itatlon Serv 1 ces Administration, 1978. 

Farber, B. The effects of a^ severely retarded ch I I d on f am I I y 
Integration. Monograph No. 71. Society for Research on Child 
Development, 1959. 

Farber, B. FamI ly organization and crisis: Maintenance of integration 
I n f am I 1 1 es w Ith a severe I y retarded ch 1 I d. Monograph No. 75. 
Society for Research on Child Development, 1960. 

Joel, G. S. So your child has cerebral palsy. Albuquerque: University 
of New Mexico Press, 1975i 

Kirs, S.,, Karnes, M. B. & Kirk, W. You and your retarded child; A 
manual for parents of retarded children. Palo Alto: Pacific Books, 
1968. 

Koch, R., & Dobson, J. C. The mental ly retarded child and his family; 
A multidlsclpl inary handbook. New York: Brunner/Mazel , 1971. 

Mai I Ik, K., et al . Commuli 1 cat Ion resources for the developmental ly 
disabled: A_ guide for parents, paraprofessionals and professionals. 
Washington, DC: George Washington University Job Development 
Laboratory, 1977. 
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Sarason, S. Psychological problems In mental deficiency* New York: 
Harper & Brothers, 1963. - . - - - 



Note: Most of these books were published recently: 27 of the 37 (75%) 
since 1975. 
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THE ROLE OF THE FAMILY IN REHABILITATION 



ANNOTATED REFERENCE LIST 
PSYCHO-SOCIAL ASPECTS 

FamI ly Members Reactions 

Booth, T. A, From normal baby to handicapped child: Unravelling the 
Idea of subnormallty fn families of mentally handicapped children. 
Sociology, 1978, ]2(2), 203-221. 

Analysis of data from case histories of 46 families with severely 
disabled children. Interviews record gradual process by which the 
status of children diagnosed as severely disabled changes from 
normal to disabled. Outlines the social aspect accompanying 
clinical education and diagnosis. 

Birenbaum, A. On oinaglng a courtesy stigma. Journal of Health and 
Social Behavior , 1970, J2» 196-206. 

To manage a courtesy stigma parents should recognize Its situational 
variability which allows emulation of conventional behavior. 
Examines the adaptations of mothers of mentally retarded children - 
through their relationships with family, friends and other parents 
of retarded children. / 



Cook, J. J. Dimensional analysis of child-rearing attitudes of parents 
of handicapped children. American Journal of Mental Deficiency, 
Novomber 1963, 68, 354-361. 

Presents results of an analysis attempting to delineate attitudes of 
mothers of selected groups of disabled children using a model 
defined by two attltudlnal dimensions: authoritarian family 
Ideology and conventlona I Ity-anxlety. 



English, R. W., & Olson, K. K. Parenting handicapped children: 

Ear I lest experiences. Journal of Special Educators, 1978, 15(1), 
10-17. (NARICCall No. 03151) 

Manuscript based on edited verbatim responses of parents to 
questions about their earliest experiences with their disabled 
child. The parent group consisted of two men aiid three women chosen 



20 



36 



from a larger parenting group formed through their child's 
involvement In an on-campus early Intervention preschool program* 
Disabilities of the children Included Down's syndrome^ cerebral 
palsy, learning disability, and epilepsy. 

Friedrich, W. M., & Friedrlch, W. L. Psychosocial assets of parents of 
handicapped and nonhand I capped children. American Journal of Mental 
Deficiency, 1981, 85(5), 551-553. 

Measurement of stress and stress-mediating variables. In parents of 
34 disabled children for comparison to a control sahiple of 
parents of nondlsabled children. 

Gerber, 6. L. Conflicts In values and attitudes between parents of 
symptomatic and normal children. Psychological Reports , t976, 
38(1), 91-98. 

Analysis of conflicts betwe^an parents of normal, disturbed, and 
learning disabled children with regard to values and attitudes of 
acceptance or rejection of children. 



Hanchett, J. It's a family affair. Mainstream , 1982, 2<5)f 24; 28. 
(NARIC Cal I No. J0785) 

Discussion of approaches to promote adjustment to life with a 
disabled family membior. 

Holroyd, J. The questionnaire on resources and stress: An I^nstrument 
to measure family response to a handicapped mejnber. Journal of 
Community Psychology, 1974, 2^ 92-94. 

Describes a multidimensional, objective, self -administered test for 
measurement of degree and variety of response to a physically ot^ 
mentally disabled family member. 

Kanner, L. Parents' feelings about retarded children. American Journal 
of Mental Deficiency, 1953, 57, 41-49. 

Results of Interviews with parents of Down's syndrome infants 
shortly after diagnosis. 

Olshansky, S. Chronic sorrow; A response to having a mentally 
defective child. Social Casework, 1962C, 43, 190-193. 
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Theorizes that chronJc sorrow, a form of periodic grief, Is a 
natural phenomenon that affects most parents of mentally retarded 
persons. 



Parks, R. M, Parental reactions to the birth of a handicapped child. 
Health & Social Work , 1977, 2(3), 51-66. 

Exploration of ways In which hospital social workers can help 
parents deal with the crisis reaction, grief, and mourning therapy 
attending the birth of a disabled child. Includes table Identifying 
stages In grief process. 



Peck, J. R., & Stephens, W. B. A study of the relationship between the 
attitudes and behavior of parents and that of their mentally 
defective child. American Journal of Mental Deficiency, 1960, 64, 
839-844. 

Investigates the relationship between attitudes and behavior of 
parents toward their mentally retarded child and attitudes and 
behavior of the child. Case study material includes social history; 
school, training, physical, and psychological data; Pels Parent and 
Child Behavior Scales, and a rating scale for child-concept. 



Sara son, S. Psychological problems in menta I deficiency. New York: 
Harper and Brothers, 1963©, 402 p. 

Focuses on the influence of family reaction to mentally defective 
child on the child's behavior. Study uses Pels Partjnt Behavior 
Sea les. 



Searle, S. J. Stages of parent reaction. Exceptions! Parent , April 
1978©, 27-29. 

Paper arguing that various stresses emerge periodically over time In 
families of developmenta I ly disabled children where discrepancies 
between expectations and performance of the child provoke this 
chronic eye le. 



Tavormlna, J. B., Boll, T. J., Dunn, N. J., Luscomb, R. L., & Taylor, J. 
R. Psychosocial effects on parents of raising a physically 
handicapped ch I Id. Journal of Abnormal Child Psychology, 1981, 
9(1), 121-131. 

Assessment of coping strategies employed by 133 mothers and 93 
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fathers of children with diabetes, asthma, cystic fibrosis, and 
hearing Impairment. Includes evaluation of psychosocial effects on 
parents of raising a physically disabled child. 



Voysey, M. Impression management by parents with disabled children. 
Journal of Health and Social Behavior, 1972, V}, 80-89. 

Analysts of problems parents of disabled children face In encounters 
with others outside the Immediate family and the strategies parents 
adopt to manage these problems. 



Walsbren, S. E. Parents' reactions after the birth of a developmental ly 
disabled child. American Journal of Mental Deficiency, 1980, 84(4), 
345-351. ~ 

Comparison of 30 families of a developmenta M y disabled child less 
than 1.5 years old with 30 families of a nondlsabled child. Half 
of the families live In California and half Denmark. 

References not Annotated 

Hart, N W. Frequently expressed feelings and reactions of parents 
toward their retarded chllciran. In N. R, Bernstein (Ed.), 
Diminished People; Problems and care of the mental ly retarded. 
Boston: Little, Brown, 1970«, 340 p. 

Paul, J. L., & Beckman-Bel 1, P. Parent perspectives. In J. L. Paul 
•(Ed.), Understanding and working with parents of chl I dren with 
special needs. New York: Holt, RInehart and Winston, 1981©, 
229 p. 



Tew, B. J., Payne, E. H., & Lawrence, K. M. Must a fa..illy with a 

handicapped chl Id be a handicapped faml ly. Developmental Medicine 
and Child N eurology, 1974, J6,(Supp. 32), 95-93. 



Roles of Faml ly Members 

Arkava, M. L., & Mueller, D. M. Components of foster care for 
handicapped children. Chl Id Welfare , 1978, 57(ft , 339-345. 

Description of a survey developed to match foster parents with 
disabled children. Addresses specific ta^ks and demands of this 
type of foster care. 

« 
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Banta, E. M. Siblings of deaf-blind children. Vojjfa Review » 1979, 
81(5), 363-369. 



Brief review of literature on effects of the deaf -blind child on the 
faml ly and sib I Ings., 

BefnSp J. H. Grandparents of handicapped children. Socla I Workt 1980, 
25(3), 238-239. 

Discussion of grandparents' reactions to the birth of a d5sabled 
chfld« Suggests ways grandparents can help the child develop and 
overcome resentment, embarrassment, and overprotecti ve reactions 
they may experience. 

Breslau, N., Weltzman, M., & Messenger, K. Psychologic functioning of 
siblings of disabled children. Pediatrics , 1981, 67(3), 344-353. 

Study of families of pediatric patients with cystic fibrosis,, 
cerebral palsy, myelodysplasia, and multiple handicaps to discover 
relationship between sibling disability and psychological 
functioning of normal siblings. 

Quck, F. M., & Hohmann, G. W. Personality, behavior, values, and family 
relations of children of fathers with spinal chord injury. Archives 
of Physical Medicin e and Rehabilitation , 1981©, 62, 432-438. 

Investigates relationships between spinal cord injury in fathers and 
subsequent adjustment patterns of children. 

Cleveland, D. W., & filler, N. Attitudes and life commitments of older 
siblings of mentally retarded adults: An exploratory study. Mental 
Retar^tion , 1977, _15(3), 38-41. 

Study to determine if life commitments of normal adult siblings had 
been ijifluenced by having a mentally retarded sibling. 

CummV is, S. T. The Impact of the child's deficiency on the father: A 
study of mentally retarded and chronically ill children. American 
Journal of O rthopsychiatry, 1976©, 46(2), 246-255. 

Study examining how a disabled child affects the psychological 
functioning of the father. 
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Gath, A, Sibling reactlorts to mental handicap: A comparison of the 
brothers and sisters of mongol children. Journal of Chi Id 
Psychology and Psychiatry , 1974, 15^, M87-198. 

Investigation of sibling reactlpn to presence of a Down's syndrome 
child In the home. Parents and teachers completed behavioral 
rating scales on 89 sisters and 85 brothers of 104 Down's syndrome 
children. 

Klein, S. Brother to sister, sister to brother. Exceptional Parent , 
1972©, 2(1), 10-15. 

Edited transcript of a 2-hour Interview with four college students 
discussing experiences as siblings of a disabled person. 
Disabilities of siblings Included physical Impairment, hearing loss, 
brain damage, autism, and severe mental retardation. 

'^•^ ' Lavlgne, J. V., & Ryari, M. Psychologic adjustment of siblings of 
children with chronic illness. Pediatrics , 1979, 62» 616. 

Results of a comprehensl v^e study of families of pediatric patients 
with, cystic fibrosisi cerebral palsy, mye Idysplasia, and multiple 
disabilities being treated at two Cleveland teaching hospitals. 

i , 

McPhee, N. A very special mag^c: A grandparent's de 1 1 ght. 
Exceptional Pareh;t-, 1982 ©, 12(5), 13-16. 

^ — % 

A grandmother's story of gradual acceptancfj of her severely 
disabled grandson from Initial anger and hostility to recognition 
of the chi Id as a person. 

Meadow, K. P., i Meadow, L. Changing role perceptions for parents of 
handicapped chi I dPen. Exceptional Children, September! 971©, 21- 
21. •■ 

An aid to professionals helping parents of a disabled child. 
Focuses on understanding the socialization process parents must 
undergo in terms of both technical and emotional aspects of the 
parental role. 

Murphy, A. T. Members of the family: Sisters and brothers of 
handicapped children. Volta Review , 1979, 81(5), 352-362. 

Review of literature on siblings of disabled children. Emphasis 
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on Ina^dequate attention paid to the role siblings in the family 
process. ^ . 

Prlce-Bonham, & Addison, $• Families and mentally retarded 

children: Emphasis on the father. Family Coordinator, July 1978, 
27, 221-230, 

Review of literature published from 1960-1978 which focused on 
'mentally rei^rded children and their fathers. Addresses problems 
and challenges 'including finances,^ emotional tension, professional 
services, and long-term care. 

San ^aptIno, M., 4 Newman, M. Slbl Ings of retarded chl Idren: A 

population at risk. Child Psychiatry and Human Development, 1974, 
4(3), 168-172. • . . 

Discussion of sibling's of retarded children as a population 
frequently seen at chl Id psychiatric clinics and likely to' have 
emotional problems. . 



SImeonsson, R. J., & McMale, S. M. Review: Research on handicapped 
children: Sibling relationships. Chl Idt Care^ Health, and 
Development , 1981, 7(3), 153-171. 

Review of literature addressing bidirectional effects In sfbling 
relationships Involving disabled chl Idren. 

fallman, I. Spousal role differentiation and the socialisation of 
• severely retarded children. Journal of Marriage and the Family, 
1965, 27, 37-42. 

• 

Aspects of Parson-Bale's theory of socialization were used as 
conceptual framework for hypotheses about the role of parents of 
severely retarded children. Data supports prediction that fathers 
would be less skillful than mothers in coping with a retarded chi Id. 



Trevino, Siblings of handicapped children: Identifying those at 
risk. Social Casework, October 1979©, 80, 488-493. 

Emphasis on importance of including the entire family In the 
diagnostic process and of considering the effects of a disableo 
child on a normal sibling. 
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Wlkler, L., Wasow, M., & Hatfield, E. Looking for- strengths In families 
of developmental !y disabled children. Social Work, 1981. 



A discussion of the clinical Implications of parents of 
developmental ly disabled children who reported that this parenting 
experience had made them stronger. The authors suggest that more 
clinical emphasis should be placed on the strengths rather than the 
negative aspects of the family life. _^ 



Concerns of Faml ly Members 

Alcorn, D. Parental views on sexual development and education of the 
trainable mentally retarded. Journal of Special Education, 1974, 
81(2), 119-130^ 

Survey conducted among parent members of a state association for the 
retarded to explore certain aspects of sexuality In trainable 
mentally retarded Individuals and attitudes of parents toward sex 
education and management of the retarded Individuals. 



Ccrr, L. B. Problems confronting parents of children with handicaps. 
Exceptional Cht Idren, February 1959, 25, 251-255. 

Guidance for the parents of disabled children In developing and 
maintaining desirable foundations for their child's personality and 
in making necessary adjustments In thdlr own personalities. 



Cunningham, C. C, & Sloper, T. Parents of Down^^ syndrome babies: 
Their early needs. Chi Id; Care, Health and Development, 1977, 3 
325-347. 

Results of detailed Interviews with parents of Down's syndrome 
infants soon after diagnosis. Study Investigates extent to which 
proposed recommendations were practiced. 



Falrchlld, B. Parental concerns. Journal of Rehabilitation of the 
Deaf, 1979,22(4), 84-90. 

Text of a speech given by a hearing Impaired child, who served as 
Acting Director of the International Association of Parents of the 
Deaf (lAPD). Emphasis on typical concerns of parents with hearing- 
Impaired or deaf children. 



Hersh, A., Carlson, R. W., & Losslno, D. A. Normalized Interaction with 
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families of the mentally retarded— To Introduce attitude and 
behavior change In students In a professional discipline. Mental 
Retardation, 1977, J^d), 32-33. 

Investigation of effects on students of social work of supplemental 
experience with families having a retarded member. 

Justice, S., O'Conner, G., & Warren, N. Problems reported by parents 
of mentally retarded children: Who helps. American Journal of 
Mental Deficiency, 1971, 75(6), 685-691. 

Findings based on Interviews of parents of 171 commun I ty-- labeled 
mentally retardated persons regarding problems with the children and 
the resources used to deal with them. Perceived availability and 
effectiveness of personal, public, and private resources examine^. 

\ 

Knott, 6. P. Attitudes and needs of parents of cerebral palsied 
children. Rehabi I Itation Literature, 1979©, 40(7), 190-196. 

Major premise of thi^p literature review Is that parents of children 
with cerebral palsy have multiple needs. Findings Indicate 
professionals should consider parents and children In a holistic 
manner. 



4 

Large, T. Effects of attitudes .upon the blind: A reexamination. 

Journal of Rehabilitation , 1982©, 48(2), 33-34; 45 (NARIC Call No. 
J1162.) 

study of 16 successfuJ* bJlnd people to identf fy effects attitudes of 
other people have on rehabilitation and adju;5t(nent of blind people. 
Includes case studies and bibliography. * 

Leigh, I. W. The support a parent needs from the audlologist and speech 
pathologist. Hearing Rehabilitation Quarterly, 1979, £(1), 9. * 

A deaf professional who Is the parent of both a hearing and a deaf 
child shares views on attitudes of professionals toward families 
with hearing- Impaired children. • 



Murray, Mrs. M. A. Needs of parents of mentally retarded children. 
American Journal of Mental Deficiency , 1959, 63, 1078-1088. 

A parent of a retarded child and president of Virginia Association 
for Retarded Children discusses special considerations, problems. 
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and experiences which influence life functioning of families with 
retarded chl Idre.i. 

f 

Dynamics within FamI I ies 

\ 

Birenbaum, A. The mentally retarded child in the home and the family 
, cycle. Journal of Health and Social Be havior , 1971, \2, 55-65. 

Emulating traditional parenting is one method to aid in managing a 
child with mental retardation. The mothers role performance may be 
skewed, but routine domestic life Is'possible as long as normal- 
appearing activity is available. 

Bray, 6. P. 'Reactive patterns In families of the. severely disabled. 
Rehabilitation Counseling Bulletin , 1977c, 20(3), 236-239. 

Stages of client adjustment to severe disability are related to 

cl tenths family adjustment process. Implications for counseling and 

intervention are addressed. 



Cohen, P. C. The impact of the handicapped child on the family. Socia I 
Casework , 1962, 43(3), 137-142. 

Observations based on experiences of the Family Service of thb 
Cincinnati Area in leading family life education groups for 
parents of disabled children and providing direct casework services 
services to families who seek help in raising disabled children. 



Doernberg, N. L. Some negative effects of famtly Integration of health 
and educational services for young handicapped children. 
^ Rehabilitation Literature, 1978 39(4)., 107-110^ ^■ 

Identification of additional stresses that treatment of disabled 
children places on families. Recommendations for more sensitivity 
among service professionals to pressures and disruption of family 
support systems and more restructuring of service delivery patterns 
to minimize these effects. 



Dun lap, W. R., & Hoi I i nsworth, J. S. How does a handicapped child 
affect the family: Implications for practitioners. FamI ly 
Coordinator, 1977, 26(3), 286-293. 

Study of 404 families with a developmental ly disabled child to 
Identify problems and stresses created by such children. Includes 
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families* perceptions of supportive services needed to meet demands 
of disabled children* 



Faersteln^ L M« Stress and coping In faniilies of learning disabled 
children: A literature review. Journal of Learning Disabi I ities^ 
1981©, J_4(7), 420-423. 

Review of literature on adaptive and maladaptive coping reactions 
experienced by parents of disabled children. 



Farber, B., & Ryckman, 0. B. Effects of severely mentally retarded 

children on fami ly relationships. FamI ly Relations, 1965, 2p 1-17. 

Review of research and informal written observations on problems 
emerging with the presence of a severely mentally retarded child In 
the family. Summarizes literature on family problems and coping 
strategies. 



Gabel, H., & Kotsch, L. S.' Extended families and young handicapped 

chl Idren. Topics In Early Chi Idhood Special Education, 1981©, 1(3), 
29-35. 

Explores the functional connections between young disabled 
chl Idren and their extended families, especially grandparents. 
Discusses intervention programs that include extended family 
components such as the Family, Infant, Toddler Project at Vanderbilt 
University. 



Greenberg, R. Psychiatric aspects of physical disability: Impact on 
the f am i 1 y. " Adolescent Psych I atry, — 1^79, 7 , -281— 28a. 



Analysis of characteristic disturbances of Interactions and 
relationships in families with a disabled adolescent member. 



Kogan f<. L., & Tyler, N. Mother-child Interaction in young physically 
handicapped children. American Journal of Mental Deficiency , 1973, 
21(5), 492-497. 

Report on Initial phase of an ongoing longitudinal program of 
direct observation of social Interaction patterns between 10 
preschool-age physically disabled children and their mothers in 
play and therapy. 
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Lucca, J. A., & Settles, B. H. Effects of children's disabilities on 
parental tlme-use. Physical Therapy, 1981©, ^(2), 196-?01. 

Using an Interview technique to collect data, researcher's studied 
the amount of time mothers of disabled children spent In primary 
physical care of family members and In self-care. Analysis of data 
from 59 Delaware families revealed, among other things, significant 
differences In the amount of personal care time available to the 
primary care giver and the disability classification of the child. 



Murphy, A. T. In support of families, Volta Review , 1979, QU5), 378- 
384. 

. Examination of support services and sources avallabje to families of 
disabled chl Idren. 



Murphy, A. T. The families of handicapped chlJdren; Context for 
disability, Volta Review , 1979, 8j_(5), 265-278. 

Discussion of family as the context for a child's disability. 
Aspects of the family of the hearing- Impel red child are explored 
such as the roles of the father and siblings and relationship of 
mental health to hearing Impairment. 

Murphy, M. A. The family with a handicapped child: A review of the 

1 1 terature. Journa I of Development and Behavioral Pediatrics, 1982, 
3(2), 73-82. 

Review of literature treatlrrg the Impact of a disabled child on ■ 
the fami ly system. 



Schell, G. C. The young handicapped child: A family perspective. 
Topics in Early Childhood Special Education, 1981©, H3), 21-27. 

Parent of Down's syndrome child discusses three factors particularly 
Influential in parental adjustment: severity of handicap, 
disability support systems In the family, and external support 
systems. 

SchI Id, S. The faml ly of the retarded chl Id. In R. Koch and J. C. 
Dobson (Eds.). The menta 1 1^ retarded child and his family: A^ 
multldlsclpl inary handbook. New York: Brunner/Maze I, 1971©,""431- 
442, 504 p. 
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The chapter examines parental reactions to the Identification of 
mental retardation In the family; the strains on family roles and 
relationships, and the problems confronting families having a 
retarded member. 



Suelzle, H,f & Keenan, V. Changes In family support networks over the 
life 6ycle of mentally retarded persons. American Journal of Mental 
Deficiency, 1981, 86(3), 267-274. 

Analysis of data from a ma I I survey questionnaire completed by 330 
parents of mentally retarded children. Results Indicate how 
parents* use of personal and professional support networks varies 
over the life cycle of mentally retarded children. 

Tew, 6. J., Laurence, K. M., Payne, H., & r^awnsley, K. Marital 
• stability following the birth of a child with spina bifida. British 
Journal of Psychiatry, 1977, 131, 79-82. 

Investigation of the effects of a disabled child*s birth 
on marital relationships. Sample of 142 families of 
children with neural tube malformation and 56 families 

of surviving spina bifida children. 

■|| 

University of Florida Rehabilitation Research Institute. The role of the 
family in rehabilitation. Rehab Brief, 1978, 1(4). (NARICC^jII No. 
02834) 

Reports on research indicating the families of rehabilitation 
clients may assist- In treatment and reinforce client rehabilitative 
behavior. 



Verslys, H. P. Physical rehabilitation and family dynamics. 
Rehabilitation Literature, 1980«, 41(3-4), 58-65. 

Examination of relationship between failure in rehabilitation and 
disordered family dynamics, family alienation, or family collapse 
under overwhelming stress. 

Wikler, L. Chronic stresses of families of mentally retarded children. 
Rami ly Relations, April 1981, 30, 281-288. 

Overview of stresses In families of mentally retarded children. 
Discussion of chronic stress theory and implications. 
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Zlssorman, L. The modern famJIy and rehabilitation of the handicapped: 
A macrosoclologlcal view. American Journal of Occupational Therapy, 
1981©, 35(1), 13-20. 

Examination of structural and functional changes In modern families 
which render them Ill-equipped to care for chronically disabled 
members. 



Zucman, E. The family and disability. Wor Id RehabI I Itatlon Fund, 1982, 
120 p. 

Critical analysis of principal currents of foreign thought during 
the past 10 years on such topics as parental behaviors and child 
development, effects of disability on family life, and aids to 
parents of disabled children. 
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INTERVENTION WITH FAMILY SYSTEMS 



Counsel Inq/Soclal Services 

Baruth, L., & Burggraf , M, Counsel! nq parents of exceptional chl Idren. 
Guilford, CN: Special Learning Corp., 1979®, 211 p. 

This book Is a collection of readings on counseling parents of 
exceptional children. Part I consists of 11 papers looking at 
historical and theoretical aspects. Part II contains 26 papers 
addressing specific exceptional Itles' including learnl^rig disability, 
mental retardatlton, behavioral disability, speech or sensory 
disability and orthopedic disability. 



Baum, V. Counseling families of deaf children. Journal of 
Rehabilitation for the De-.f, 1981, 15^1), 16-19. 

Suggests framework for counseling including str&tegies and areas o^ 
counselor awareness useful In counseling families with deaf members. 

Becker, S. Counseling the families of deaf children: A mental health 
wcker speaks out. Journal of Rehabilitation of the Deaf, 1981, 
25^1 >» 10-15. 

Presentation of a variety of approaches to education and upbringing 
of deaf children and to practical counseling for families of the 
deaf. Aimed at the audience of inexperienced counselors and 
parents. 



Begab, M. J. Factors in counseling parents of retarded children. 
American Journal of Mental Deficiency, 1956, 60, 515-524. 

Exploration of factors which influence counseling of parents of 
retarded children, the understanding of which is vital to 
rehabilitation or adjustment of the retarded child and/or the 
parents. 



BuscagI la, L. The disabled and their parents; A^ counsel inq cha I lenqe. 
Thorofare, NJ: Char les 8. S lack. Inc., 1975""©. " 
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Author challenges doctors, psychologists, counselors, educators, 
physical and occupational therapists, social workers, and 
psychiatrists to be more cognizant of the need for competent, 
realistic guidance experienced by disabled persons and their 
families. Includes bibliography and reading !ist« 



Chinitz, S. P. A sibling group for brothers and sisters of handicapped 
children. Children Today , 1981, 22(6), 21-23. 

Description of a therapeutic group of 7-to-14 year old siblings of 
disabled children meeting for 8 weeks at the Bronx Center of 
United Cerebral Palsy. 4k 

Christensen, B., & DeBlassIe, R. R. Counseling with parents of 
handicapped adolescents. Adolescence , 1980, J2^58), 397-407. 

Examination of problems faced by parents of disabled adolescents 
and role of counseling in helping the parents cope. 

Ooll, E. A. Counseling parents of severely mentally retarded children. 
Journal of Clinical Psychology, 1953©, 9, 114-117. 

* 

Classic article on counseling parents of mentally retarded children 
describes typical questions parents ask as well as different 
professional strategies and attitudes for inf^entlon and care. 



Forman, M. A., & Hetznecker, W. The physician and the handicapped 
chiJd: Dilemmas of care. Journal of the American Medical 
Association, 1982©, 274(24), 3325-3326. 

Commentary of two physicians describing certain ''dilemmas of care" 
faced by- the doctor who diagnoses a disabled child, including 
social and transactional situations which affect the initial and on 
going treatment of child and family. 



Green, R. R. Counseling techniques for working with the family of the 
hearing Impaired child. Hearing Rehabilitation Quarterly , 1978, 
2(4), 17-20. 

Guidelines for counselors who work with parents of hear I ng- Impaired 
Chi Idren. 




Kaplan, F., & Fox, E. Siblings of the retardate: An adolescent group 
experience. Community^ Mental Health Journal, 1968, £(6), 499-508. 

Description of the first phase of a study of adolescent siblings of 
retarded children. Discussion Includes project development, 
functioning, and technical problems, a$ well as issues raised in 
group meetings. 

Marine i, G., & Greenbaum, J. Asserti veness training for parents of 
disabled children. Exceptional Parent , 1981©, 21^4), ' 17-22. 

Discussion of parental asserti venss as an aid in educational 
planning for disabled children. 

Massenzio, S. The effects of a jupportlve group experience' with mother 
of children with severe special needs. American Archives of 
Rehab i I Itatlon Therapy, 1979, 27(1), 1-3. ~ . . . 

Study of effects of a support group experience on mothers of 
severely retarded children in decreasing mothers' lonel Iness and 
Increasing acceptance of retarded children. 

« 

Matheny, A. P., & Vernlck, J. Parents of the mentally retarded child: 
Emotionally overwhelmed or Jnfor'matlona lly deprived. Journal of 
Pediatrics, t968, 74, 953-959. 

Examination of the effects of an Informational educational approach 
for providing help to parents of retarded children. 



Miller, L. G. Toward h greater understanding of the parents of the 
mentally retarded. Journal of Pediatrics, 1968, 73(5), 699-705. 

Recommendations for doctors dealing with diagnosis and family 
counseling related to mentally disabled children. 

Norton, F. H. (k)unseHng parents of the mentally retarded child. 
School Counselor, ' 1976, 23(3), 200-205. 

Discusses the role of the counselor In understanding parental 
reactions to mental retardation and in helping families live 
successfully with their mentally retarded child. 
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Oplrhory^ G., ^ Peters, G. A. Counseling Intervention strategies for 
families with the less than perfect newborn. Personnel & Guidance 
Journa I , 1982©, 60(8), 451-455. 

^^^^^^^^^^^^ ""^^ 

Recommendations for counselors In - or outside hospitals who work 
with fail) I lies o* children born with birth defects. 



Raech, H. 'A parent discusses Initial counseling. Mental Retardation, 
19jf6, £(2), 25-26. 

Comments 'of a parent of a mental ly retarded child on the Importance 
* of skiljful *professIonaU handling of Initial counseling. 

Rubin, A. Le, & Rubin, R. L. The effects of physician counsel ing 
techfilque on (iarent reactions to mental retardation diagnosis. 
- Child Psychiatry and Human Development, 1980, J£(4), 213-22'U 

Stydy of the effects of physician counseling techniques on parent 
reactions to diagnosis of mental retardation. Interviews with 26 
mothers of mentally retarded children helped Identify circumstances 
and counseling techniques that parents considered most influential. 



Sweeney, A. Genetic counseling In families with hearing Impairment. 
Journal of Rehabilitation of the Deaf, 1978,^(1), 1-11. 

This article was written i"9 enlighten professionals working with 
deaf children about Mendel Ian laws of inheritance and the principles 
of genetic counseling. It presents a brief history of early 
research Into deafness and heredity, modes of inheritance, well 
known syndromes and aspects of genetic counseling. 



Tavormlna, J. B. Relative effectiveness of behavioral and reflective 
group counseling with parents of mentally retarded children. 
Journal of Consulting and Clinical Psychology, 1975©, 43(1), 22-31. 

Comparison of the effectiveness of behavioral and reflective group 
counseling for parents of mentally retarded children. Focus on 
teaching parents how to apply principles of learning theory to 
child-rearing problems. 



Webster, E. J. Counseling with parents of handicapped children: 
Guidelines for improvin g communication. New York: Grune and 
Stratton, 1977 «. 
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*A variety of counseling approaches and methodologies for training *v 

counseling stgdents o<* Improving counseling practice. 

\i 

Webster, E. J. Parent counseling by speech pathologists afiH,^^ 
audio legists. Jo urnal of Speech and Hearing Disorders , 1966©, 

An approach to counseling parents of children with commun v -lation 
disorders is presented with guidelines for Implementation by groups 
of parents. \ 

\ 

Webster, E. J. Procedures for group parent counseling In speech 

pathology and audlology. Journal of Speech and Hearing Disorders, 
19680, 33(2), 127-1 3L ■ 

Suggestions for clinical use of group discussion and role-playing 
with parents of persons with speech and hearirg disabilities. 



Weingold, J. T. Parents* groups and the problem of mental retardation. 
American Journal of Menta I Deficiency, January 1952, 56, 484-492. 

Discussion of the phenomenon of parent group formation to share 
experience and cope with their mentally retarded children. Issues, 
obotacleSf and goals are examined. 



Weingold, J. T., & Hormuth, R. P. Group guidance of parents of mentally 
retarded chMdren. Journal of Clinical Psychology , 1953©, 9, 
118-124. ^ - . 

Discusses need for group guidance of parents of mentally retarded , 
children. Child and family are seen as part of the community In 
which attitudes of acceptance may lead to success In Ufa 
achievement. 



Wol fensberger, n„ & Kurtz, R, Management of the family of the mentally 
retarded. Chicago: Fol let Educatlona I Corporation, 1969©. 

Comprehensive compilation of 120 e^rtlcles written by professionals 
who work with families and Inf'lvlduals affected by mental 
retardation. Intended to Improve management skills of those working 
with families of retarded individuals, to orient students or . 
workers to pertinent Insights Into successful management techniques, 
and to provide a sense of history and continuity through this 
presentation of literature. 
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References not Annotated 

Wolfensberger, W. Counseling parents of the retarded. In A. Baumelster 
(Ed.). Appraisal, education, rehabilitation. Chicago: Aldlne, 
. 1967«. ^ 

Involvement In Child's Education 



DImeo, P. A., & Pasquarelll, P. A. Enhancing parental Involvement on 
mu Itl-dlsaJpllnary teams. Journal of Special Educators , 1981, 
18(1), 39-44. \ 

■ j 

Recommendations are presented to promote more Interaction between 
parents and special educators at team or Individualized education 
program meetings. 



Halpern, R. Impact of P.L. 94-142 on the handicapped child and family: 
Institutional responses. Except I ona I Ch 1 1 dren , 1982®, 49(3), 270- 
273. "~ 

Findings of a two-year study examining the Impact of P.L. 94-142, the 
Education for All Handicapped Children Act of 1975 '^n a small 
sample of disabled children and their families. •'<".s on 
institutional responses and consequences for tami I ies. 

Mai lory, B. L. .The Impact of public policies on families with young '' 
handicapped chl I dren. Top I cs In Early Chi Idhood Special Education, 
1981«, H3), 77-86. " 

Examlnatlbn of trends In policymaking that affect young disabled 
children and their families and may create conflict between societal 
needs expressed through governmental policies and indlvidua! needs 
of families with disabled children. 



Morgan, 0. P. Parent participation In the lEP process: Does It enhance 
appropriate education. Exceptional Education Quarterly, 1982, ]>(2), 
33-40. 

Legal aspects of parental participation fn education of disabled 
children. Focus on Involvement In the lEP (Individualized Education 
Program) mandated by P.L. 94-142. 



Peary, M. E. Guidelines for effective parent educator conferences. 
Journal of Sp^ecia I Educators, 1981, ^8^(1), 34-38. 
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Guidelines for optimizing usefulness of conferences between 
educators and parents of exceptional children. 



Pollfka, J. C. Compliance with Public Law 94-142 and consumer 
satisfaction. Exceptional Chi Idren, 1981©, 48(3), 250-253. 

Discussion of responses of 655 parents of children In special 
education to a questionnaire related to compliance with P.L. 94-142 
(Education for All Handicapped Children Act). 

Rosen, R. ^ parents' guldg to the Indl vidua I Ized education program 

(lEP) as required P^ 94-142 (Education for all handicapped a ct). 
Washington, DC: Ga I laudet Col legp, 1978. 

«A, guide In sel f- Instructional format for analysis of parental role 
in development of lEPs for disabled chlldreniu - 



Turnbull, A. P., & Leonard, J. Parent Involvement In special education: 
Emerging advocacy roles. School Psychology Review: Services to 
Faml I les and Pgrantal Involvement w.lth Interventions, 1981, 10(1), 
37-44. " 

Identification of advocacy roles and responslbl I Itles of parehts of 
disabled children and discussion of Impacts on school psychologists. 

Turnbull, A. P., et al. The Individualized education program—Part 1: 
Procedural guidelines. Journal of Learning Disabilities, 1978©, 
lid), 40-46. 

Examination of procedural guidelines for development and 
Implementation of lEPs for disabled children. 



Turnbull, A. P., et al. Training professionals and parents In 

developing and Implementing the lEP. Education and Training of the 
. Mentally Retarded, 1978, 13^4); 414-4237 ' ^- 

Exploration of training alternatives for parents and professionals 
Involved In. developing lEPs for disabled children. 



Wolf, J. S., 4 Troup, J. Strategy for parent Involvement: Improving 
the lEP process. Exceptional Parent, 1980©, 10(1), 31-32. 




Observes that more parents attended lEP meetings when Informal 
Invitations were followed-up, than when only one message was sent. 

Yoshldat K, Research agenda: Finding ways to create more options 
for parent' Involvement. Exceptional Education Quarter ly^ 1982, 
3(2), 74-80. 

A look at educational decision-making problems faced by parents of 
disabled children and suggestions for additional research. 



References not Annotated 

LI I I le, 0. L. & Place, P. A. Partners; A guide to work Ing w Ith 

schools for parents of chl Idren w I th special Instructiona I needs. 
Glenvlew, IL: Scott, Foresman, 1982®, 106 p. 

FamI ly Education 

Behmer, M. R. Coping with our children's disabilities: Some basic 
principles. Exceptional Parent. 1976©, 6^(2). 

A mother. Identifies basic principles for coping with raising an 
excep+tona l—chi-hd. — 



Dinkmeyer, D., & McKay, G. D. Systematic training for effective 

parenting; Parent's handbook. Circle Pines, MN: American Guidance 
Service,. 1976», 139 p. 

This is a manual for °a, nine-step treatment process designed to teach 
parents about understanding their child's behavior and working with 
new strategies that may positively Impact behavior changes In the 
child or other family members. 

Fine, M. J, Handbook on parent education. New York: Academic Press, 
1980 «, 341 p. 

Handbook for educators, mental health professionals, and others who 
work with parents and children. Addresses sociological changes In 
family interaction and structure. 



Firth, H. The effectiveness of parent workshops In mental handicap 

service. Chl Id: Care, Health, and Development, 1982, 8^(2), 77-91. 
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Discussion of the value of workshops to help parents teach new 
skills and habits to their mentally disabled children. 



Friedman, B. A program for parents of children with sensory Integrative 
dysfunction (Family education, pediatrics, acceptance). American 
Journal of Occupational Therapy, 1982 ®, 2§,^9)f 586-589. 

Pilot parent program based on hypothesis that greater parental 
acceptance of a child boosts the child's self esteem. Six parents 
of children with sensory Integrative dysfunction participated for 
six weeks. 



Gallagher^ J. J. Parents and families of handicapped children^ San 
Franc I sco: Jossey-Bass , 1 980*. 

Discusses parents' concerns about disabled children at home and 
how families cope with stress, prevent child abuse, and contribute 
to their child's education at home and In school. 



Gardner, U Understanding and helping parents of blind children. 
Journal of Visual Impairment and Blindness ^ 1982©, 76(3), 81-85. 

Suggestions for counselors working with parents of blind children. 
Discusses psychological stages of adjustment and effects of parental 
attitude on the child. 



Mai I ik, K., et a I. (^mmun I cation resources for the deve lopmenta I ly 

disabled^ A^ guide for parents, paraprofesslona I s and professionals. 
Washington, DC; CJeorgo Washington University, Job Development 
Labora^tory, 1977 ©, 255 p. 

Resources for parents, direct care staff, and language professionals 
who wish to expand knowledge of speech and language development 
among developmen*^ I ly disabled Individuals. 

Moore, C. B., & Morton, K. G. A reader's guide for parents of chi Idren 
with mental, physical, or emotional dlsabl 1 1 ties. (U.S. Department 
of Health, Education, and Welfare No. (HSA)79-5290). Washington, 
I* DC: U. S. Government Printing Office, 1979. 

Prepared by the Family and Community Services, Montgomery County 
(MD) Association for Retarded Citizens, this guide provides 
suggestions and approaches Ifs tended to help members of the extended 
community family In which there is a child with a disability. 
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Murphy, A. T.> Puoschel, S., Duffy, & Brady, E. Meeting with 
brothers and sisters of children with Down's syndrome. Chi I dren 
Today , 1976, 3(2), 20-23. 

Experiences of therapists at Developmental Evaluation dllnlc of 
Children's Hospital In Boston In helping young children learn 
how to get Involved In their brother/sister's treatment program, 

Simpson, R. L. Future training Issues. Exceptional Education 
Quarterly, 1982, 2^2), 81-88. 

Identification of Issues In training educators and parents for 
effective parental participation In educational programs of their 
dl sabled chl Idren. 



Turnbul I , A. P., & Turnbu I I, H. R., III. Parents speak out; Views from 
the other side of the two-way, mirror. Columbus, OH: Charles E. 
Merrill Publishing Co., 1978«, 210 p. 

Collection of 14 articles by parents of children with various 
disabilities expressing disapproval and resentment toward treatment 
methods and attitudes of professionals supposed to help them. 
However, authors are also professional educators, psychologists, 
physicians, counselors, and others offering additional perspectives. 

References not Annotated 
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with a handicap; A team approach to his care and guidance. 
Springfield, IL: Charles C Thomas, 1959©, 409 p. 

Firestone, P., Kel ly, M. J., & FIke, S. Are fathers necessary In parent 
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Abrams, J. C, & Kaslow, F. Family systems and the learning disabled 
child: Intervention and treatment. Journal of Learning 
DIsabI lltles, 1977©, J0(2). 
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Explanation of types of treatment available to families of lea^rnlng 
disabled children, depending on family dynamics. • 

Adamsqn, W, C, Helping parents of children with learning disabilities. 
Journal of Learning Disabilities , 1972©, 2^6). 

/ 

Outline of a three-dimensional approach to assisting parents of/ 
learning-disabled children. 



Bray, G. P. Team strategies for family Involvement In rehabilitation. 
Journal of Rehabilitation, 1980©, 46(1), 20-23. / 

Presentation of techniques to facilitate implementation of programs 
to involve the client's family in the rehabilitation proce,ss to 
improve client's chances for successful rehabilitation. / 



Brulnlnks, R. H., & Krantz, G. C. (Eds.). Faml ly care of- ' 
developmental ly disabled members: Conference proceedings. 
Minneapolis, MN: University of Minnesota, Department of/ 
Psychoeducatlonal Studies, 1979. / 

Ten papers presented at a 1979 conference on services f^r families 
,_Qf devs I opmenta^^^^^ Led jorsons. I nc I udes summary of conference 

proceedings and analysis of relevant public po[lcy opt/Ions. 



Cohen, S. Supporting families through respite care. Rehab 1 1 1 tat I on 
Literature , 1982©, 42( 1-2), 7-11. 

C .cussion of v^^rlous aspects and benefits of respite care to help 
famii^es of severely disabled persons administer primary care. 

Deacon, R. E., & Flrebaugh, F. M. Family r esource management; 
Principles and applications. Boston: Allyn & Bacon, 1981©, 
251 p. 

Theories and principles of effective family resource management for 
adults trying to solve individual and family living problems. 



Foster, M., Berger, M., & McLean, M. Rethinking a good idea: A 
reassessment of parent involvement. Topics In Early Childhood 
Special Education, 1981 1(3), 55-65. 



50 



ERIC 



60 



An argument^ based on review of premises under which parent 
involvement became an essential part of intervention programs for 
vQung disabled children^ for the val ue of adopting a new 

theoretical framework for parent Involvement — a family sysluins 

perspective, 

it 

O'Hara, 0. J., Chalk I in, H., & Mosher, B. A. A fami ly I i fe cycle plan 
for delivering services to the developmenta I ly handicapped. Chi Id 
Welfare, 1980, 59(2), 80-90. 

Offers an Instrument developed by Mosher and O'Hara to help identify 
life cycle needs and tasks of deve lopmenta I ly disabled Individuals 
and their families along with suggestions for Integrating 
Information obtained Into social work. 



Perske, R, Hope for the families; New directions for parents of 
persons with retardation and other disabilities. Nashville, TN: 
Abingdon, 19810, 1 12 p. 

With the families of retarded persons and professionals working with 
retarded persons In mind, the author addresses a variety of topics 
Including human dignity, sexual development, and family systems. 

Webster, J. J. (Ed.) Profess I ona I approaches with parents of 

handicapped children. Springfield, IL: Charles C Thomas, 1976®, 
268 p. 

welve professionals In child development,- pediatrics, psychology, 
-slal work, special education, speech pathology, and audiology 
.scuss working with parents of disabled children. 



Westin, M. T., & Reiss, 0. The family's role in rehabilitation: Early 
warning system. Journal of Rehabilitation, 1979 ©, 45(1), 26-29. 

Overview of research project to test classification systems and 
laboratory methods designed to predict a family's involvement in a 
patient's rehabilitation program. 



Wood, C. Review: A broader view. American Rehabilitation, 1981, 6^(5), 
15-21. (NARIC Call No. J0278) 

Review of book by Paul W. Power and Arthur E. Dell Orto, Role c f the 



51 

61 



Family In the RehabI Utatlon of the Physically Disabled, aimed at 
audience of health professionals Interested In effective 
Intervention techniques for rehabilitation of disabled family 
members, » " 



52 

62 



ERIC 



J 



NTERVENTION BY FAMILY SYSTEMS 



Advocacy Activities 



Daniels, M. From parent-advocacy to se I f -advocacy: A problem of 
transition. Exceptional Education Quarterly , 1982, 2^ 2), 25-32. 

Examination of issues frequently ar I sing between parents and 
maturing disabled children who are gradually relying less on parents 
and more on themselves as advQcates. 



Desjardlns, C, eta I. How to organize an effective parent advocacy 
group and move bureaucracies. IL: Coordinating Council for 
Handicapped Children, 1978©, 146 p. . . 

Manual for parents of disabled children and their helpers on 
establishing and maiivlainlng an effective advocacy organization. 

Kean, J. Successful integration: The parent's role* Except lona I 
Parent , October 19790, 5(5), 35-40. 

A mother's view of the parental role In education of exceptional 
children. 



Massenzlo, S. Internal advocacy guidelines for rehabilitation 

professionals, parents and disabled adults advocating for the rights 
of all Individuals with special needs. American Archives of 
Rehabilitation Therapy, 1981, 29(1), 1-5. (NARIC Call No. J0011) 

Identifies knowledge and skills required for effective parental 
advocacy Including techniques for Informal as well as formal 
Internal agency advocacy. 

Mitchell, J. S. Taking on the world: Empowering strategies for parents 
of children with dl sabl 1 1 ties> New York: Academic Press, 1982©, 



288 p. 



Offers specific strategies parents of disabled children cau 
employ to get assistance from educational, governmental, and 
religious Institutions. 



ERIC 




Mulr, K. A., of a I. Advocacy training for parents of handicapped, 
children: A staff rasponslbl i I ty. Youn£ Children , 1982, 37(2), 
41-46. "~ 

Description of an educational project for parents of handicapped 
children. Parental advocacy skills are taught to aid parents In 
dealing with various Institutions and agencies affecting welfare of 
their chl I dren. 



Project Share. Advocacy for citizens using human service s agencies; 
Human services bibliography series. Rockvllle, MD: Aspen Systems, 
1981«, 38 p. (NARICCall No. R1044) 

Annotated list of documents on advocacy for children, elderly, 
mental patients, abused women, and developmental ly disabled persons. 



Wlkler, L. Consumer Involvement In the training of social work ^ 
students. Social C asework , March 1979©, 60, 145-149. 

Investigation of direct consumer Involvement In training of social 
work students Including exploration of approaches for Incorporating 
consumer perspective Into professional training. 

References not Annotated -t. ^ 

Cone, J. 0., & Sloop, E. W. Parents as agents of change. In A. Jacobs 
& W. W. SpradI In (Eds.), The Group as agent of change; Treatment, 
prevention, personal growth In the faml ly, the school, the mental 
hospital, and the community. New York: Behavioral Publications, 
1974©, 463 p. 



Ski 1 1 Training 

Adubato, S. A., Adams, M. K., & Budd, K. S. Teaching a parent to train 
a spouse In child management techniques. Journa I oip App I led 
Behavior Analysis, 1981, _14<2), 193-205. 

Analysis of the training of parents of a 6-yeai — old severely 
developmental ly delayed son In child management techniques. 



Budd, K. S., & O'Brien, T. P. Father Involvement In behavioral parent 
training: An area In need of research. Behavior Therapist, 
1982, 5(3), 85-59. 



ERIC 



54 

6i 



Exploration of father Involvement In parent training focusing on 
prevalence of participation, outcome of treatment as a function of 
Involvement or npn Involvement, and research questions remaining to 
be addressed. 



Cohen, S. Teacher receptivity to the concept of parent participation In 
the education of handicapped children: Some preliminary findings, 
RehabI lltat^on Literature, 1977©, 38(5), 151-153. 

Study employing questionnaire to measure support or nonsupport by 
teachers of dlsabl^ru children for various kinds of parent 
Involvement from traditional home support to current Ideas of home- 
school partnership. 



Grazlano, A. M. Parents as behavior therapists. In M. Hensen, R. M. 
Elsler, & P.M. Miller (Eds.). Progress In behavior modification 
(Vol. 4). New York: Academic Press, 197*^. 

The focus of this article Is the technology of training parents in 
behavior therapy. It discusses basic assumptions regarding parent 
training and therapy, reviews the related literature, presents 
training methods and procedures, and raises some eva luatlon Issues. 
Includes references. 

\: 

Hanson, M. J. A model for early Inter^yentlon with culturally diverse 
single and multlparent families. Topics In Early Childhood Special 
Education , 1981©, K3), 37-34. 

Description of the San Francisco Infant Program, providing a variety 
of services to an ethnically and culturally diverse community with 
emphasis on parent Involvement. 

Karnes, M. B., i Branke, B. FamI ly Involvement. Urbana, IL: 

University of 1 1 1 Inol s-Urbana, Institute for Child Behavior and 
Development, 1978^ 89 p. 

Training manual for teachers and parents of preschool disabled 
children. Explains principles and procedural v^uldeltnes of the 
Precise Early Education for Children with Handicaps (PEECH) 
program^, 



Miller, N. B., & Cantwell, D. P. Siblings as therapists: A behavioral 
approfich. American Journal of Psychiatry, 1976, 133 (4), 447-450. 



55 

65 



Description of experiences with two families In which siblings as 
well as parents were taught to use simple procedures to encourage 
desired behaviors In a disturbed brother or sister. 

Miller, N., i Miller, W. H. Siblings as behavior change agents. In J. 
D.. Krumboltz & C. E. Thoresen, (Eds.). Counsel Ing Methods. New 
York: Holt, RInehart and Winston, 1976 «, 576 p. 

This article discusses the potential benefits of Including siblings 
In behavior therapy with children, when traditionally only parents 
might be included. The principle is represented by a family case 
history and a discussion of the practical considerations in 
treatment with siblings. 



Morse, J. A. Program for family management of the multiply handicapped 
child: TEMPO as a clinical model. Rehabilitation Literature , 1979 
®, 40(5-6), 134-145. 

Presentation of a model of service delivery to families employing a 
professional team approach to handle treatment factors including 
evaluation, counseling, training, advocacy, and referrals for 
parents. 

Mulr, K. A.,' & Milan, M. A. Parent reinforcement for child achievement: 
The use of a lottery to maximize parent training effects. Journa I 
of AppI led Behavior Analysis, 1982, _15<3), 455-460. 

Evaluation of a reinforcement program in which three mothers earned 
lottery tickets and won prizes when their preschool disabled 
children made progress during home-based intervention. 



Rousso, M. Taking on the social scene. Exceptional Parent , 1982©, 
12(1), 21-25. 

Discusses development of social skills by physically disabled 
adolescents? including development of adult Intimate relationships 
and effects of cerebral palsy on sexuality. 

Timm, M. A., & Rule, S. RIP: A cost-effective parent-implemented 

^Jrogram for young handicapped children. Early Child Development and 
Care , 1981, 2^2-3), 146-164. 

Introduction to a Regional Intervention Program (RIP) for parents 
of young disabled children. RIP relies on parents as primary 



56 



66 



theraptsts, trainers of fellow parents, and implementors of program 
da II y operation. 

Turner, R. M., &' Macy, 0. J. Involving parents In special programming. 
Journal of School Health, 1980, 50(5), 281-284. 

The use of parent programming to promote educational objectives for 
disabled students is discussed. Content, methodology, and . 
results of Initial study of parent programming are included. 



Welnrott, M. R. A training program in behavior modification for 
siblings of the retarded. American Journal of Orthopsychiatry, 
1974, 44(3), 362-375. 

Report of a summer camp program to train 18 siblings of retarded 
children as behavior modifiers. Training Included basic learning 
theory, observations of operant techniques and supervised 
application of prescribed procedures. 



57 



67 



NARIC REHABILITATION RESEARCH REVIEW PROJECT PRINCIPALS 



Susan Flowers 

RRR Project Director 



Freddl Karp 

RRR Project Manager 



Joan Appel 
Alan Biddle 
Nancy Col I Igan 
Cheryl Fung 



John King 
Sharon McFarland 
Ed Rorle 
Kathryn Thurber 



NCRE REHABILITATION RESEARCH REVIEW PROJECT ADVISORY COMMITTEE MEMBERS 



Kenneth W.. Reagles, Ph.D., Chair 
NCRE Pre 1 dent-E I ect 
Rehabilitation Counselor Education 
Syracuse University 
Syracuse, NY 



Wi 1 1 lam Engl Ish, Ph.D. 
Research and Training Center 

In Mental Retardation 
University of Oregon 
Eugene, OR 



Jerome R. Lorenz, Ph.D.* 
Rehabilitation Institute , 
Southern I 1 1 Inols University 
Carbondale, IL 



John E. Muthard, Ph.D. 
Rehabilitation Counselor 

Education 
University of Florida 
Gainesvl I le, FL 



George N. Wright, Ph.D. 
Rehab 1 1 i tat I on Counselor 

Education 
University of Wisconsin 
Madison, Wl 



*Deceased 



58 



68 



NIHR REHABILITATION RESEARCH REVIEW PROJECT REVIEWERS 



Lee H. Coleman, Ph.D. 
Research Analyst 

George A. Engstrom, Acting Director 
Off'ce of Information and 
L 'ftzatlon 

Rlchsrd K. Johnson, Ed.D. 
Research Analyst 



Naomi Karp, Program Specialist 
Special Education Rehabilitation 

El len LIbertI 

Public Information Officer 



Richard P. Mel la, Ph.D. 
Rehabilitation Program Analyst 



RSA REHABILITATION RESEARCH REVIEW PROJECT REVIEWERS 



Eunice F. Florito, Acting Director 
Office of Developmental Programs 
Tlvlslon of Special Projects 

/ • 

Wesley Gel gel, Chief 
Office of Developmental Programs 
Division of Special Projects 

Frederick Sachs, Associate 

Commissioner 
Program Operations 



Mark i^choob. Chief 

Office of Program. Operations 

Division of Special Projects " 

Martin Wv Spickler, Ph.D., Director 
Division of Resource Development 

Barbara Sweeney, Program Specialist 
Division of Resource Development 



ACKNOWLEDGEMENTS 

NARIC extends its sincere appreciation to George A. Engstrom, Project 
Officer, and Debbie Llnzer, Research Assistant, for their consistent 
support and effective contributions to the REHABILITATION RESEARCH REVIEW 
project. 

NARIC extends its sincere appreciation to the National Council on 
Rehabilitation Education fdr their commitment to the REHABILITATION 
RESEARCH REVIEW project. 



59 

69 



ERIC 



REHABILITATION RESEARCH REVIEW 
Topics In the Series 



The Role, of the Family In Rehabi I Itatlon 

Private Sector: Role of Rehabi I Itatlon Professlor^als 

Process, Issues, and Needs In Pr I vate-for-Prof It /Rehab I II tat I on 



Performance Appraisal of Rehabilitation Professionals 
Benefit Cost Analysis 
Incentives and Dlslncei^tlves In the Vocational Rehabilitation Process 
Consumerism and Advocacy In Vocational Rehabilitation 



Rehabilitation and Adults with Learning Disabilities 

■ ■;' / 
Sheltered Employment; Services and Programs 

/ .' 

Applications of Telecommunications Technology to Services for 
Individuals with OisabI I Itles / 



Measur I ng Vocat I ona 



I Rehabilitation Success 
Ln< 



Computers In Vocational Rehabilitation: purrent Trends and Future 
, Applications 1 

Delivery of Vocational Rehabilitation In Rural Populations 

Case Management Techniques 



Contemporary Research \on the Vocational Rehabilitation of Persons with 
Mental Retardation 

Principles and Practiced of Vocational Rehabilitation with Persons with 
Hidden Disabilities 



Low Cost Technology and,\lts Application to U.S. Rehabilitation 
Practices 



\ 



Rehsi l I itatlon Education arid Training 

Client Vocational Assessmeni 

NOTE: Future Role of Rehabilitation Worl<shops 
(Annotated Reference dist) 



70 

\ : 

V ■ 



